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9.8.2.1  Hospital Care 
 
 
Qualitative comments 
“My mother was extremely well looked after [in hospital]. The nurses would joke and make my 
Mum laugh and you could see in her eyes how delighted she was when they came and made a 
fuss of her. What a truly lovely team of nursing staff we were so lucky to have during Mum‟s 
last few months.”    
“The palliative care nurse was excellent. She spent a lot of time with him talking about lots of 
things, including his travel and holidays. She made his stay in hospital more bearable.” 
“The ICU [intensive care unit] at [name of hospital] was superb – high staffing levels, high levels 
of expertise and care, family kept fully informed and involved.”   37 
 
 
“She had four or five different doctors, of varying levels of ability and bedside manner, but the 
really distressing part was the nursing care. There were countless different nurses, mainly 
agency staff with terrible attitudes, very unapproachable, but more importantly, severely 
lacking in both quality and quantity of basic care skills that my Mum so deserves, which left her 
in pain and embarrassed. I shall never set foot in the hospital again. It is an absolute disgrace.”  
  
 
“The last 2 – 3 [hospital] visits were very upsetting as Mum was treated like a leper and in 
isolation, sometimes missing meals and help with her toilet needs. The nurses were quite 
impatient and short tempered with her.”    
 
“Everything was bad in [name of hospital]. I cannot even call it „care‟. Nursing, communication, 
feeding seemed non-existent and nobody cared or would enter into discussion or conversation 
about my sister.” 
“The ward was obviously understaffed and very under-equipped with regard to space, pressure 
relief mattresses, blankets and pillows. Before being discharged to die at home, she was stuck 
for 3 nights and days in the corner of a functioning day clinic, due to lack of space on the 
ward.” 
9.8.2.2.  Hospice Care 
Qualitative comments 
“The staff at the hospice were very helpful and allowed his family to stay with him 24 hours –a – 
day. Even though at times there were 20+ family present. With 3 other family members I spent 
the last 10 days with my father helping with his care and just being there for him, which I will 
never forget and always be grateful.” 38 
 
“My husband spent only one night in the hospice… Expectations about service within the hospice 
proved to be unfounded, as due to the fact there was not always a doctor on duty. The 
procedure to be carried out was cancelled twice.” 
9.8.2.3.  Care Homes 
Qualitative comments 
“Mum received the best possible care throughout her illness, a model that the NHS should aspire 
to. The nurses who cared for Mum all showed genuine concern for her and treated her as if she 
was part of their family. Mum‟s family realise how lucky we were to have her in a good nursing 
home.”     
 
“The staff at [name] Nursing Home were absolutely fantastic. A more caring and professional 
team would be hard to find anywhere else. My mother had complete trust and faith in the staff 
from the sisters and nurses to the cleaners and catering support.”  
 
“I felt my mother was happy there. It is a very difficult job caring for people with dementia. I 
was very happy with the care.”    39 
 
“I was told that she was unable to eat so they were not going to try. I was not even allowed to 
give her water.”    
 
“They frequently worked short-staffed so they were unable to do the job as well as they wished. I 
wrote numerous complaint letters.”    
 
“My mother was afraid to complain except once: she told me that she needed to use a commode 
in the middle of the night and the bedding was wet. The night-nurse reprimanded her for 
disturbing their night-shift and she was left in wet bedding for the rest of the night. I don‟t 
know if she was lifted onto a commode. My mother asked me not to complain. She also said 
complaints went unheeded, something I noticed as well.” 
9.8.2.4. Out-of-hours and urgent care 
Qualitative comments 40 
 
 
“On the 2 occasions that we called the paramedics, they were efficient, respectful, thorough, 
sympathetic, professional, and responded within minutes.”   
 
“Ambulance Control directing us to wrong hospital…. Ambulance driver not knowing the way to 
[hospital]…12 hours to get an ambulance.”    
 
“Excellent out-of-hours GP support – could see the home/medical situation.”   
“There was no palliative care provided and being over the Christmas and New Year period, 
there was no one available anywhere to help or give care needed. We had to try to cope the best 
we could on our own.” 
9.8.2.5 District and Community Nurse Care 
Qualitative comments 
“The district nursing service and the rapid response nursing care team were all friendly, 
professional and extremely supportive for the 2 weeks over Christmas and New Year. They 
visited in pairs 4 times a day and on one occasion in the middle of the night when we needed 
their help, my sister said they arrived faster than a pizza! Our feelings of gratitude to them are 
still very strong a year later. I think we were all very lucky.” 
 
“The District Nurse who attended to do Mum‟s dressings was a breath of fresh air. She was 
always jolly and considerate and managed to get Mum to laugh. She was also supportive to me, 
giving advice.”  
“A newly-appointed community matron took over mother‟s medical and personal needs and she 41 
 
proved an excellent substitute for the GP service.”  
9.8.2.6 General Practitioner Care 
Qualitative comments 
“He [the GP] offered her choices about her care and mobilised the district nursing service.”  
 
“Our GP on the other hand could not have been more helpful or supportive…The care from the 
GP was second to none.”   
 
The GP who saw her [name of medical centre] was not in the slightest bit interested in my 
Mother‟s state of health... The GP in question was one of the worst I have ever met, totally 
uncaring, uninterested and clearly had other things on her mind.”  
9.8.2.7.  Care provided by charitable organisations – qualitative comments 
 
 
“Macmillan team were fantastic. Very supportive and helped my mother a lot.”  42 
 
“The Macmillan nurses were very caring and informative and sensitive to the situation.” 
“Twice I contacted Macmillan as advised by the hospital and GP. They were useless. I understood 
they would send out someone to discuss our concerns and give advice. I was told they did not do 
home visits.”    
 
“Hospice at Home in the last 24 hours were good and supportive.”    
 
“The hospice at home team were not as good and managed to upset my father on several 
occasions.”  
 
9.8.2.8.  Care provided by Social Services and home care organisations – qualitative 
comments 
 
“Everything about the home care was excellent. I cannot think of a single thing to criticise and I 
am very grateful for the opportunity to record my impressions as a recipient of community 
healthcare.”    
 
“Dad had the same social worker for nearly eight years and she was a saint. ..Whilst he was in 
hospital, she changed jobs and worked in the dementia clinic but she was allowed to still have 
contact with him. In fact, two days before he died, she spent an hour at his bedside. Without her 
help I do not know sometimes how I would have managed.”   
 
“Felt quite like a battle to get the care visits we did, except District Nurses who were the 
backbone of the service.”    
 
“I was worried that she was unable to get into a bath. I spoke to Social Service and requested 
help with fitting some hand rails, but was told there was a waiting list of 47 weeks.”         
 43 
 
9.8.3. Dignity and respect 
 
 
 
 
 
 
 
Overall Findings 
 
Findings by PCT 44 
 
 
 
 
Findings by PCT and cause of death  45 
 
Qualitative comments 
“The last few days of his life were made as comfortable as is possible in such circumstances and 
he would have had no complaints I am sure.” 
 
“I hope I am not treated in that way. Nobody had the time to really see what was needed or 
cared. He was old and frail, so why bother was the opinion of staff and doctors.”  
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“His care in [name] Ward demonstrated a huge deficiency in the care of elderly demented 
patients.”     
 
“As my mother suffered from dementia, I feel that her special needs were not understood… I 
tried several times to speak to a doctor about her condition and treatment, but was rarely 
successful in this. I‟m afraid the nurses seemed cold and unfeeling to her pain.” 
“If he didn‟t want his meal it seems he was not encouraged, the food was taken away. I was not 
allowed to visit at meal times. I feel I could have encouraged him if it had been allowed. He lost 
a lot of weight in hospital.”    
 
“She lost weight dramatically whilst there [hospital] and I frequently found her „meal‟ untouched 
on a table out of her reach. She rarely had water available and when she was eventually 
discharged, the hospital failed to inform me…. I was disgusted with the treatment she received.”  
 
“Difficult to assess care in hospital, but we were somewhat unhappy that she usually seemed, 
cold, under-dressed, thirsty and unable to reach drinks/meals, etc.  There were so many cold 
cups of tea not within her reach and we don‟t know (I have doubts about) how much help she 
was given with drinks and meals.”  
“On several visits [to the hospital], my mother was laid there in her own excrement. The stench 
was unbelievable.”   
 
“We called for a bedpan for her and a few minutes later one appeared.  After she had urinated 
into it, it was placed on her bedside table next to her uneaten supper. It was still there when we 
left 2 hours later… Her call button didn‟t work and the nursing staff was aware of this.” 
 47 
 
 
“[Hospital] was terrible. She could not get out of bed to look after herself so she was not looked 
after. My sister went in next morning. She was soaking wet. She had not been looked after at 
all. Anyway, they sent her back to the home later that day, soaking wet. She had not been 
changed. To think my mother was 97 years old left on her own not able to get out of bed to 
toilet and was left like that for 2 days.” 
“The care at [name of care home] could not have been more attentive and thoughtful. The staff 
were in tune to my father‟s needs and showed their appreciation of his lovely personality, which 
somehow managed to shine through even after his crippling – in mind and body – stroke. It 
meant a lot to us that they recognised Dad‟s qualities and personality and showed that they 
treated him with dignity, respect, and loving care.”   
 
“My mother was in a care home near me for the last 9 years of her life. She gradually 
deteriorated with dementia. The care home was marvellous with her. I think a lot of homes 
would have moved her to a nursing home but they said that they would like to look after her 
until the end. They held a marvellous party for her 100
th birthday.”    
“I always felt that my Mum was neglected so much of the time, due lack of staff and poorly 
trained staff. She suffered sores on her bottom and was in lots of pain from it. At times I felt 
she was treated like a number.” 48 
 
9.8.4. o-ordination of care
Overall Findings 
Findings by PCT 
Qualitative comments 
“At all times each department seemed fully aware of what was happening. I was so impressed 
with the way they must all have been in touch with each other. What a team!”  49 
 
“The whole „end of life team‟ was tremendous and worked together right until the end...All the 
agencies worked together and the team from the general practice were well-informed at all 
time.”  
“During her final hospital stay, there seemed to be no reference to her previous recent hospital 
medical history, and staff were very bad at communicating with each other and reading notes 
on her current treatment.”
“The communication between the hospital staff who carried out various diagnostic 
investigations and my mother and her GP was very poor indeed.”   
“It [the care] was disjointed. At times we felt helpless. When we asked for help, we didn‟t get it.” 
Findings by PCT and cause of death  
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9.8.5.  Relief of pain and suffering 
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Qualitative comments on pain control 
“My mother‟s GP did all she could to ensure pain control, contacting the hospital and phoning 
me to let me know what was happening. She visited my mum on her first night home, kneeling 
down by her bed and cuddling her. My mother really appreciated this kind action.”  
 
 
“Mum was in a lot of pain and relied on pain relief at set intervals. There were occasions when 
staff were too busy to administer drugs on time or if she was moved ward the continuity of care 
took time to „kick in‟.” 
“She was given painkillers by a nurse but not any water to take them with. There was no water 
glass or jug on her table. When we asked the nurse, she said, „I don‟t know where the lady who 
does the water has gone‟…” 
   54 
 
9.8.6.  Support in the last two days of life 
 
 
 
 
 
 
 
 
Qualitative comments 
 
i. Personal Care Needs  
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Findings by PCT and place of death 
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ii. Nursing Care Needs  
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Findings by PCT and place of death 
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iii. Privacy 
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Qualitative comments 
 
“Several months as a guest of the NHS in a crowded and noisy ward is not only an unpleasant 
end but also a national disgrace.”   
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iv. Relief of Pain  
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Qualitative comments 
“In the last few hours of his life, the care was good. I was very impressed with the palliative care 
team who took every care to make him comfortable and pain free.”
“When he was taken into hospital for the last time, it took until I broke down to get adequate 
pain relief for him. In the last week of his life me and the rest of the family had to watch as he 
was screaming out in pain because no one would make the decision to give him adequate pain 
relief.”  
   64 
 
v. Relief of symptoms other than pain  
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Qualitative comments 
“Because she died on a Friday night, there were not enough doctors available... My wife needed 
an injection to ease her suffering in the last hours of her life. The doctor was called at about 
10.30pm, and constantly after, to have the drug administered. I was told this would be priority 
and a special code was given as it meant the death was imminent. They told the nurse that 
called on my behalf that they were too busy to come. We called several times through the 
evening as still no one had come. We were then told that they would send an emergency on-call 
nurse to administer the injection. They never arrived. My wife died in distress and discomfort.”  
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vi. Spiritual Support  
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Findings by PCT 
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Findings by PCT and place of death 
 
Qualitative comments 
“They [the nursing staff] arranged everything – a priest, a side room and a private room for the 
last few days. They thought of everything.”  
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vii. Emotional Support  
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Findings by PCT and place of death 
 
Qualitative comments 
“Thank goodness his last days were filled with love and care from all staff and ourselves as a 
family and we were able to be with him night and day. Our hospice is a very special place.” 
 
“On the night before she died someone held her hand all through the night and talked to her 
even though she was not conscious and we were summoned to be with her in the last hour of 
her life, so that she was not alone. I can honestly say that the nursing staff at [nursing home] 
are to be highly commended on the level of care given to my mother in the last months of her 
life and the warmth and care they extended to us was incredible. We were very lucky to have 
such support and care for my mother and us as a family extended to us by these people.”  
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viii. Support to stay where s/he wanted to be 
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Findings by PCT and place of death 
   
69.2% 
26.6% 
48.7% 
73.7% 
29.6% 
74.4% 
Home Hospital Care Home/Hospice
Berkshire Isle of Wight73 
 
9.8.7.  The patient’s needs and preferences  
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9.8.8.  Preferred Priorities for Care 
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Overall findings and by PCT 
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Findings by PCT and place of death 
 
Findings by PCT and cause of death 
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Overall findings 
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Overall findings 
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Findings by PCT and place of death 
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Overall findings 
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9.8.9.  Support for Carers 
Overall findings 
Findings by PCT 
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Overall findings and by PCT 
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9.8.10.  After-death Support 
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Qualitative comments 
“All I can say about the hospice care is they were the kindest people ever and I couldn‟t have 
coped without them. [The patient] died in peace. Everyone around him was so kind and gentle. I 
have the chance to talk to bereavement counsellors when I‟m ready. Thank you for all you do.”  
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10. What is the required sample size for a VOICES survey? 104 
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11. Recommendations for future VOICES surveys 
11.1. Questionnaire 
11.2. Sample and eligibility criteria 
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11.3. Recruitment methods 
11.4. Survey management 
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11.5. Mechanisms for dealing with distress 
 
 
 
11.6. Engaging BME groups 
 
 
11.7. Promotional activities 
 
 
 
 
 
   109 
 
References 
 
 
 
European Journal of Public Health
 
 
Social Science and Medicine
 
Journal of Pain and Symptom Management
 
Palliative Medicine
 
Journal of Epidemiology and Community Health
 
American Journal of Public Health
 
International Journal of Nursing 
Studies
 
International Journal of Palliative Care Nursing
 
Age and 
Ageing
 
Palliative Medicine
 110 
 
Health and Social Care in the Community
 
Palliative Medicine
 
Palliative Medicine
 
Health and Social Care in the Community
 
 
 